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At NCBDDD, we long to see the day when:

Every child is born with the best health possible.
We can define the causes of and prevent blood disorders and their complications.

We can explain why some children have birth defects and developmental

disabilities and others do not, and we can prevent those conditions.

All people with disabilities live healthy, productive lives.

In order to create this new tomorrow, there are imperatives before us today. Together, we can make advancements by addressing

our targeted priorities:

e Assuring child health through prevention, screening, and early identification.
We extend our

sincere thanks and
gratitude for the collaboration
and efforts of our Friends of
NCBDDD (formerly the External
Partners Group, EPG). A coalition
of government and private sector
participants, Friends of NCBDDD
works to enhance the mission and
activities of NCBDDD. For more
information about the group or
how to join, please visit
www.friendsofncbddd.org.

e Improving the health of people with disabilities by addressing risk factors for
chronic conditions and infections.

e Preventing deep vein thrombosis and bleeding disorders in women.

We have to make the issues of birth defects, developmental disabilities,
disability and health, and blood disorders forefront in the national public
health agenda. These conditions, many of which are treatable and/or
preventable, are costing people their lives, taxing the health care system,

and keeping many from living life to the fullest.

Investing in surveillance and epidemiology research is critical to

understanding prevalence, risk factors, and the efficacy of our interventions.
With current dialogue about health reform, we have a unique opportunity to
not only raise visibility of these issues but also to facilitate advancement for the

millions of people impacted daily by these conditions.

Our world-renowned scientists will continue breaking ground with research to identify causes and
risk factors of conditions like deep vein thrombosis, autism, and cerebral palsy. We will continue working with communities and
partners to create programs and interventions that help children and adults get the services they need. We will continue health

education and outreach to ensure all persons living with a disability or blood disorder are able to live healthy lives.

But, we cannot do it alone.

It will take support from researchers, non-profit organizations, health care professional associations, policymakers, educators,
consumers, and more to make this day a reality. To realize our vision of a new tomorrow, we must continue to dream passionately,
hope faithfully, and strive diligently. While we are sure to face challenges — and even some setbacks — on our journey, we can look

forward to celebrating our successes together.
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NCBDDD Organizational and Financial Landscape

The National Center on Birth Defects and Developmental Disabilities was established by the Children’s
Health Act of 2000. Our center is organized into three divisions, which are focused on human
development and disability, birth defects and developmental disabilities, and blood disorders. Our
center is comprised of some 400 dedicated professionals working within multidisciplinary teams.
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Below you will find information about our fiscal year 2009 budget as well as information about our
budget trend since we began operations in April 2001.

NCBDDD Appropriations History

$125,000

$113,896
EXTOo] $98,039

$50,000

$124,576 §124 451

$127,366
$122,242

$138,022

Autism
14.78%

Fetal Alcohol
7.33%

FY2003 FY2004 FY2005 FY2006 FY2007 FY2008 FY2009

18 National Center on Birth Defects and Developmental Disabilities

Birth Defects
15.30%

Folic Acid

NCBDDD Budget Authority
FY 2009: $138.02m

Diamond Blackfan Anemia .37%
Hemochromatosis .24% Thalassemia 1.35%
Hemophilia 12.43%
Spina Bifida 3.96%
ADHD 1.27%
Fragile X 1.38%
Special Olympics 4.00%

Reeve Paralysis
Research Center 4.15%

Muscular Dystrophy
4.55%

Tourette Syndrome
1.26%

Limb Loss 2.10%

2.06% o
Infant Health 9';5’;%' ity and Hea
5.80% Early Hearing ’
Detection and Intervention
7.87%




A Picture of NCBDDD’s Reach

The surveillance and research we conduct at NCBDDD impact the lives of people throughout the
United States. Thanks to our collaborative global initiatives, we are also touching lives in many
other countries. Below is a map of some of our domestic surveillance and research activities.
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Notable 2009 NCBDDD Scientific Publications
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Each year, our scientists contribute to the development of numerous publications and articles

demonstrating our commitment to advancing science. Below is a list of key publications that

demonstrate the scientific scope of our work in 2009:

¢ Alcohol use among pregnant and nonpregnant women of
childbearing age — United States, 1991-2005. MMWR Morbidity
and Mortality Weekly Report. 2009; 58(19):529-532.

e Armour BS, Ouyang L, Grosse SD, Campbell VA, Thibadeau J,

Joseph D. Hospitalization for urinary tract infections as a signal

of the quality of preventive health care received by people

with spina bifida. Disability and Health Journal. 2009; 2(3):145-152.

e Arneson CL, Durkin MS, Benedict RE, Kirby RS, Yeargin-

Allsopp M, Van Naarden Braun K, et al. Prevalence of cerebral

palsy: Autism and Developmental Disabilities Monitoring
Network, three sites, United States, 2004. Disability and Health
Journal 2. 2009; 45-48.

e Ashrani AA, Key NS, Soucie JM, Duffy N, Forsyth A, Geraghty

S. Septic arthritis in males with haemophilia. Haemophilia. 2008;

14:494-503.

e Austin H, Lally C, Benson JM, Whitsett C, Hooper WC, Key NS.

Hormonal contraception, sickle cell trait, and risk for venous
thromboembolism among African American women. American
Journal of Obstetrics and Gynecology. 2009; 6:e1-e3.

e Bertrand J. Interventions for children with fetal alcohol
spectrum disorders (FASDs): Overview of findings for
five innovative research projects. Research in Developmental
Disabilities. 2009; 30(5):986-1006.

¢ Biernath K, Holstrum W June, Eichwald J. Hearing screening
for newborns: the midwife’s role in Early Hearing Detection
and Intervention. Journal of Midwifery and Women'’s Health. 20009;
54(1):18-26.

e Boulet SL, Boyle CA, Schieve LA (209) Health Care Use and
Health and Functional Impact of Developmental Disabilities
Among U.S. Children, 1997-2005. Archives of Pediatric and
Adolescent Medicine. 2009; 163(1):19-26.

e Campbell VA, Gilyard JA, Sinclair L, Sternberg T & Kailes
JI. Preparing for and responding to pandemic influenza:
implications for people with disabilities. American Journal of
Public Health. October 2009; 99 Suppl 2:5294-300.

¢ Centers for Disease Control and Prevention. Prevalence of
diagnosed Tourette Syndrome in persons aged 6-17 years —

United States, 2007. MMWR Morbidity and Mortality Weekly Report.

2009; 58(21):581-585.

¢ Centers for Disease Control and Prevention. Prevalence of
Duchenne/Becker muscular dystrophy among males aged
5-24 years — four states, 2007. MMWR Morbidity and Mortality
Weekly Report. 2009; 58(40):1119-1122.
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de Willige SU, Pyle ME, Vos HL, de Visser MC, Lally C, Dowling
NF, Hooper WC, Bertina RM, Austin H. Fibrinogen gamma gene
3'-end polymorphisms and risk of venous thromboembolism
in the African-American and Caucasian population. Journal of
Thrombosis and Haemostasis. 2009; 101:1078-84.

Duke CW, Correa A, Romitti PA, Martin J, Kirby RS. Challenges
and priorities for surveillance of stillbirths: A report on two
workshops. Public Health Reports. 2009; 124(5):652-659.

Gilboa SM, Correa A, Botto LD, Rasmussen SA, Waller DK,
Hobbs CA, et al. Association between pre-pregnancy body
mass index and congenital heart defects. American Journal of
Obstetrics and Gynecology. 2010; Jan. 202(1):51.e151.e10. Epub
2009 Sept.

Grosse SD, Krueger KV, Mvundura M. Economic productivity
by age and sex: 2007 estimates for the United States. Medical
Care. 2009; 47(7 Suppl 1):594-S103.

Grosse SD, McBride CM, Evans JP, Khoury M]J. Personal utility
and genomic information: Look before you leap. Genetics in
Medicine. 2009; 11(8):575-576.

Grosse SD, Lollar DJ, Campbell VA, Shamie M. Disability and
Disability-Adjusted Life Years: not the same. Public Health
Reports. 2009; 124(2):197-202.

Grosse SD, Schechter MS, Kulkarni R, Lloyd-Puryear MA,
Strickland B, Trevathan E. Models of comprehensive,
multidisciplinary care for individuals in the United States with
genetic disorders. Pediatrics. 2009; 123(1):407-412.

Hamner JC, Mulinare J, Cogswell ME, Flores AL, Boyle CA,
Prue CE, et al. Predicted contribution of folic acid fortification
of corn masa flour to the usual folic acid intake for the US
population: National Health and Nutrition Examination
Survey 2001-2004. American Journal of Clinical Nutrition. 2009;
89(1):305-315.

Holstrum W], Biernath K, McKay S, Ross DS. Mild and
unilateral hearing loss: implications for early intervention.
Infants and Young Children. 2009; 22(3):177-187.

Hvidtjorn D, Schieve L, Schendel D, Jacobsson B, Svaerke

C, Thorsen P. Cerebral Palsy, Autism Spectrum Disorders,
and Developmental Delay in Children Born after Assisted
Conception: A Systematic Review and Meta-analysis. Archives
of Pediatric and Adolescent Medicine. 2009; 163(1):72-83.

Jamieson, DJ, Honein MA, Rasmussen SA, Williams JL, Swerdlow
DL, Biggerstaff MS, et al. HIN1 2009 influenza virus infection
during pregnancy in the USA. Lancet. 2009; 374(9688):451-458.




Jones GC, Rovner BW, Crews JE, Danielson ML. Effects of
depressive symptoms on health behaviors among older adults
with vision loss. Refabilitation Psychology. 2009; 54(2):164-172.
Kogan MD, Blumberg SJ, Schieve La, Boyle CA, Perrin JM,
Ghandour RM, et al. Prevalence of Parent-Reported Diagnosis

of Autism Spectrum Disorder Among Children in the US, 2007.
Pediatrics. 2009; Nov. 124(5):1395-403. Epub 2009 Oct 5.
Kouides PA, Byams VR, Philipp CS, Stein SF, Heit JA, Lukes
AS, Skerrette NI, Dowling NF, Evatt BL, Miller CH, Owens S,
Kulkarni R. Multisite management study of menorrhagia with
abnormal laboratory haemostasis: a prospective crossover
study of intranasal desmopressin and oral tranexamic acid.
British Journal of Haematology. 2009; 145:212-20.

Kulkarni R, Soucie JM, Lusher ], et al. Sites of initial bleeding
episodes, mode of delivery and age of diagnosis in babies
with haemophilia diagnosed before the age of 2 years: a
report from the Centers for Disease Control and Prevention’s
(CDC) Universal Data Collection (UDC) project. Haemophilia.
2009 Nov; 15(6):1281-90.

Lollar DJ. People with Disabilities. In: Detels R, Beaglehole
R, Lansang MA, Gulliford M, editors. Oxford Textbook of Public
Health, 5th Edition. Oxford, England: Oxford University Press;
2009; p. 1657.

Mandell DS, Wiggins LD, Carpenter LA, Daniels J, DiGuiseppi
C, Durkin MS, et al. Racial/ethnic disparities in the
identification of children with autism spectrum disorders.
American Journal of Public Health. 2009; 99(3):493-498.

Metjian AD, Wang C, Sood SL, Cuker A, Peterson SM, Soucie
JM, Konkle BA. Bleeding symptoms and laboratory correlation
in patients with severe von Willebrand disease. Haemophilia.
2009; 15:918-925.

Mosley BS, Cleves MA, Siega-Riz AM, Shaw GM, Canfield

MA, Waller DK, Werler MM, Hobbs CA; National Birth

Defects Prevention Study. Neural tube defects and maternal
folate intake among pregnancies conceived after folic acid
fortification in the United States. American Journal of Epidemiology.
2009; 169(1):9-17.

Mvundura M, Amendah D, Sprinz PG, Kavanagh PL, Grosse
SD. Medical care utilization and expenditures in privately
and publicly insured children with sickle cell disease in the
United States. Pediatric Blood & Cancer. 2009; 53:642—646.

Parker SE, Mai CT, Strickland MJ, Olney RS, Rickard R,
Marengo L, et al. Multi-state study of epidemiology of
clubfoot. Birth Defects Research Part A: Clinical and Molecular
Teratology. 2009 Nov; 85(11):897-904.

Philipp CS, Faiz A, Dowling NF, Beckman M, Owens S, Ayers C,
Bachmann G. Development of a screening tool for identifying
women with menorrhagia for hemostatic evaluation. American
Journal of Obstetrics and Gynecology. 2008; 198:163.

Prue CE, Flores AL, Panissidi P, Lira A. But I've already had

a healthy baby: folic acid formative research with Latina
mothers. Journal of Women’s Health (Larchmt). 2008; 17(8):1257-
1269.

Reefhuis J, Honein MA, Schieve LA, Correa A, Hobbs CA,
Rasmussen SA. Assisted reproductive technology and

major structural birth defects in the United States. Human
Reproduction. 2009; 24(2):360-366.

Reller MD, Strickland MJ, Riehle-Colarusso T, Mahle

WT, Correa A. Prevalence of congenital heart defects in
metropolitan Atlanta, 1998-2005. Journal of Pediatrics. 2008;
153(6): 807-813.

Ross DS, Rasmussen SA, Cannon MJ, Anderson B, Kilker K,
Tumpey A, Schulkin J, Jones JL. Obstetrician-gynecologists’
knowledge, attitudes, and practices regarding prevention

of infections in pregnancy. Journal of Women's Health. 2009;
18(8):1187-1193.

Ross DS, Visser SN, Holstrum W], Qin T, Kenneson A. Highly
Variable Population-Based Prevalence Rates of Unilateral
Hearing Loss After the Application of Common Case
Definitions. Ear and Hearing. 2009; 30(6):1.

Surveillance for pediatric deaths associated with 2009
pandemic influenza A (HIN1) virus infection — United States,
April-August 2009. MMWR Morbidity and Mortality Weekly Report.
2009; 58(34):941-947.

Tilford JM, Grosse SD, Goodman AC, Li K. Labor market
productivity costs for caregivers of children with spina bifida:
A population-based analysis. Medical Decision Making. 2009;
29(1):23-32.

Van Naarden Braun K, Schieve L, Daniels ], Durkin M, Giarelli
E, Kirby RS, et al. Relationships between multiple births and
autism spectrum disorders, cerebral palsy and intellectual
disabilities: autism and developmental disabilities
monitoring (ADDM) network — 2002 surveillance year. Autism
Research. 2008; 1(5):266-274.

Wiggins LD, Rice CE, Baio ]. Developmental regression in
children with an autism spectrum disorder identified by a
population-based surveillance system. Autism. 2009; 13(4):
357-374.

Yanni E, Grosse SD, Yang Q, Olney RS. Trends in pediatric
sickle cell disease-related mortality in the United States,
1983-2002. Journal of Pediatrics. 2009; 154:541-545.

Yeung L, Yang Q, Berry RJ. Contributions of total daily intake
of folic acid to serum folate concentrations. Journal of the
American Medical Association. 2008; 300(21):2486-2487.
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